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Why Didn’t I Know? Perspectives from Adult Children of Elderly Parents with Dementia 
There are 47.7 million people worldwide presently diagnosed with dementia with 7.7 
million new cases each year (World Alzheimer Report [WAR], 2014). Approximately 27 million 
adults are living with undiagnosed dementia (World Health Organization, 2015). Dementia 
causes include degenerative neurological diseases including Alzheimer’s disease, vascular and 
frontotemporal dementia and other conditions which present with problems in at least two areas 
of cognition. The most common type of dementia, accounting for up to 80% of all cases, is 
Alzheimer’s (Alzheimer’s Association, 2015). Dementia is not a normal part of aging although it 
mainly affects older adults. The diagnosis of a dementia-related illness or Alzheimer’s disease in 
older adults will continue to rise as Baby Boomers (born between the years 1946-1965) age. The 
Annual Wellness Visit (AWV) is a new Medicare benefit afforded by the Patient Protection and 
Affordable Care Act. The AWV requires an assessment to detect cognitive impairment. Early 
diagnosis could create savings of up to $10,000 per person in healthcare costs (WAR, 2014).  
The onset of dementia is insidious making early diagnosis challenging. Normal aging 
changes often mask the identification of mild cognitive impairment (MCI) and dementia. In 
normal aging, the brain undergoes several changes, including declines in white matter and 
volume in the frontal lobes, decreased cognitive functioning, and diminished function of 
dopamine and acetylecholine (Fleming, 2014; Rodrigue & Kennedy, 2011). These neurological 
changes result in mild declines of episodic and working memory, executive function, learning, 
processing speed and fluid intelligence. MCI is an intermediate stage between expected aging 
changes and dementia. Individuals with MCI have increased difficulty with memory, language, 
thinking and judgment as compared to those experiencing normal aging (Fleming, 2014; 
Rodrique & Kennedy, 2011). Dementia is defined as a persistent and progressive decline of 
intellectual function with the loss of short-term memory and at least one other cognitive deficit 
leading to impairment in function severe enough to interfere with work or social life (Johnston, 
Harper & Landefeld, 2013). The challenge for clinicians lies in distinguishing between normal 
aging, MCI, and dementia.  
Family members, including adult children, are often best-positioned to notice initial 
warning signs, yet few studies explore the perspective of what it means to be an adult child of a 
person with dementia (Barca, Thorsen, Engedal, Haugen, & Johannessen, 2014; Kjällman-Alm, 
Norbergh & Hellzen, 2013). The purpose of this study was to learn about the experiences of 
adult children of elderly parents who were ultimately diagnosed with dementia. 
Research Design 
A descriptive qualitative design was used to identify if there were prodromal signs or 
symptoms which preceded the more commonly known warning signs of dementia. Qualitative 
designs have been used to study the experience of family members receiving a dementia 
diagnosis, and to better understand how the information should be presented to the patient and 
family members (Barca, Thorsen, Engedal, Haugen, & Johannessen, 2014; Mastwyk, Ames, 
Ellis, Chiu, & Dow, 2014; Samsi, et al., 2014; Stokes, et al., 2014).  
Institutional Review Board approval was obtained at the university level before the study 
commenced. A convenience sample was recruited through self-referral, a social media 
announcement on the researcher’s Facebook page, and word of mouth referrals after an 
announcement was emailed to nursing colleagues asking them to forward to potential 
participants. Inclusion criteria included having a parent who was diagnosed with a dementia-
related disorder. Exclusion criteria were any participant less than 18 years of age and non-
English speaking. Potential participants were emailed the informed consent and given the 
opportunity to ask questions or withdraw prior to or at any time during the telephone interview. 
Anonymity was discussed and ensured throughout the process. 
Six telephone-based interviews were initially conducted and analyzed. Themes emerged 
from the first set of interviews (n=6).  Additional interviews were conducted (n=6) until 
saturation was reached.  This decision was supported by Guest, Bunce, and Johnson (2006) who 
suggested that meta-themes were present after six interviews, with saturation generally occurring 
within 12. Interviews were, on average, 60 minutes long. Rigorous interview techniques were 
maintained including use of an interview guide for data collection to maintain quality control.  
The leading question asked the participant to talk about the time prior to his or her 
realizing that the parent had warning signs of dementia, going back as far as he or she could 
remember. Additional open-ended questions sought to learn about the participants' experiences 
with the health care provider and what resources they wish they had that were not available 
during their experience.  
Interviews were audio-recorded and transcribed verbatim. Transcripts were reviewed for 
accuracy by the researcher. After review, recordings were destroyed. Identifying information was 
removed during transcription. Conventional content analysis using an inductive approach was 
used to analyze data (Thomas, 2006). Conventional content analysis aims to describe a 
phenomenon and allows the researcher to immerse themselves in the data allowing new insights 
to emerge (Hsieh & Shannon, 2005; Kondracki & Wellman, 2002). This inductive approach to 
data analysis is found to produce trustworthy and credible findings (Thomas, 2006). The 
transcripts were coded, codes were clustered, and themes and subthemes were identified by the 
author. MAXQDA (VERBI Software, Version 12) data analysis software was initially used to 
manage the data. An additional hand analysis was conducted for reliability. A subsequent 
horizontal analysis, involving groupings of segments of text, confirmed that no new themes 
emerged (Thomas, 2006). Participants orally confirmed key points during the interview and prior 
to the conclusion of the call. Participant quotes will be used to exemplify the overarching themes 
and sub-themes.  
Findings 
Study participants were primarily female (n=10) and geographically dispersed across the 
country. Three participants resided in the Southeast, two in the Northeast, two in the upper 
Midwest, two in the lower Midwest, two in the Southwest and one on the west coast. Of these, 
three resided in rural and nine in urban or suburban areas. All family members were treated by 
primary care providers in private care practices. Several of the participants agreed to participate 
with the condition that there would no identifying information connecting participants to their 
direct quotes. These individuals chose not to provide demographic information. Therefore, all 
data will be presented using the term “participant” to maintain anonymity. 
The overarching theme was: “Why didn’t I know”?  Sub-themes were “we ignored it 
because we didn’t want it to be”, “we thought it was grief”, and “they wouldn’t diagnose 
dementia”. All participants realized after the diagnosis that they had ignored or were unaware 
that their parents’ behaviors were an early indication of a memory disorder. This even occurred 
in the stories of two participants where there was family history of Alzheimer’s disease.  
Participants shared concerns about the difficulties in convincing the primary care 
provider to evaluate the parent for memory loss and change in behavior. Several reported that 
this occurred after an onset of severe grief (e.g., loss of a spouse), where the provider repeatedly 
attributed the symptoms to the grieving process. Additionally, many participants described their 
pre-diagnosis belief that memory loss was a normal function of aging. Another realization was 
that a spouse or significant other had covered up the parent's symptoms, many for decades and 
others for several years. All participants reported their frustration in these situations causing a 
delay in early diagnosis and potential intervention. 
Why Didn’t I Know?  
All participants shared that they realized that there were many behaviors and actions that 
they ignored for many years, thinking that this was either a personality trait or a normal aspect of 
aging. Several participants reported that they had looked at the warning signs on the Alzheimer 
Association website and dismissed the behaviors because the parent did not exactly fit the 
criteria at that time.  
As Participant 11 put it, “It’s always in retrospect that you wonder if those things were 
the signs or not the signs.” Participant 1 described the way the family appeared to accept her 
mother’s forgetfulness as normal and laughed about her difficulty with family names. She 
consistently referred to the participant’s husband as what’s his name “and we just thought she 
was being flip about [him].” 
Other participants exemplified the theme through comments that showed a gradual 
acknowledgement that something was wrong with the parent's cognition, but it was hard to 
define or accept.  Participant 4 spoke of how her father reacted to the signs of loss of cognition, 
saying that: 
From the time I can remember, mom always used to write things on the kitchen counter 
with a pencil. She would have these little behaviors, a loss of cognition. And when I 
asked my dad how long mom was doing this, he’d say, 'Welcome to my world, she’s 
been doing that for a while.' 
 Participant 10 echoed the words of Participant 4: 
[In our family,] there is an agreed family trait where forgetfulness is just part of the 
[aging] process. When we were 10, 12, and 15, mom would call her five children by the 
wrong name. That was kind of typical and we would always ignore that. We were used to 
mom not recalling everything and see notes around that were usually written on the 
Formica counter in the kitchen in pencil for everything she needed to remember. So when 
she would repeat stories, it was quite natural and not alarming. 
For Participant 6, her mother’s description of the content of her dreams as real experiences was 
clearly an early sign of dementia, but was not perceived that way at the time. 
There were several phone calls that were strange, she would dream at night but for her it 
was a reality. She would call me and say that my husband had said something ugly to her 
or one of her girlfriends said something unkind to her. It happened in the beginning, it 
was so real to her that neither one of use realized it was just a dream.  
We Ignored It Because We Didn’t Want It To Be 
Participants shared stories about how, over the years, their parents could not understand 
simple concepts or discussions. Responses to questions regarding health, finances, and other 
everyday matters were met with blank stares, silence, laughter, or a change of subject. In general, 
the participants believed that their mom or dad was just being private or uncomfortable with 
these types of discussions with their children. At that time, they did not suspect that these 
reactions were likely the very early stages of a change in cognition:   
She was always in control; she managed everything. She was very active, leading a ladies 
group and exercising every day. She really kept things going a long time. But the things I 
remember she would tell me is that someone would tell her something and she wouldn’t 
understand what they were talking about. I’d say what do you mean? That sounds pretty 
simple to me. (Participant 2)  
Participant 11 noted that as far back as she could remember, there were times when her 
mother wouldn’t answer questions directly. For example, “we’d go to a healthcare provider and 
when they asked how she was doing, her rote response became ‘better now that you’re here’. Or 
in a conversation requiring making a decision she’d walk up to the window and say, "Oh! Look 
at that tree!" Once I asked her why she did this and her answer was, "I just can’t comprehend all 
these questions," then she’d laugh and change the subject. I realize now that she was deflecting 
the conversation when she couldn’t come up with an answer”.  
Mom called me one day to tell me that somebody had broken into the house and took her 
savings bonds. We searched the house and couldn’t find them. She went through a 
detailed and elaborate process to have them replaced. Then about four months later, she 
found the old bonds and called me to tell me she felt so much better.  I said, "That’s great 
mom at least you know someone didn’t take them." She responded, "Of course they did." 
And when I asked her why would they come and put them back if they took them, she 
responded that she didn’t know why I was asking her questions like that. She said she did 
it to make me crazy. (Participant 3) 
Participant 1 summarized by saying, “Little things. It was little things. But we ignored it because 
we didn’t want it to be”. 
We Thought It Was Grief 
Several of the participants’ parents had dealt with a major loss in the years preceding the  
dementia diagnosis. In most cases, this was the loss of a long time spouse, with one losing an 
adult child. Children attributed changes in their parents' behaviors to grief. Participant 1 spoke of 
not wanting to intrude on her mother's grief to have medical tests run: “Because she has lost her 
spouse, I don’t want to run any tests and I don’t want her to worry. Let’s see how she does.” 
Once the perceived “normal” grieving time passed and the behaviors either did not resolve or 
became more pronounced, the participants started seeking medical assistance with or for their 
parents. As Participant 8 shared, “We lost time because we couldn’t get a provider to assess her 
for dementia – they kept telling us it was grief. Nobody with grief behaves that way.” 
 For Participant 3, the lost time worrying about grieving meant that “we could have 
started her on something 2 years ago if we had not been told, 'Well, we don’t want to put that 
label on her yet, she is just grieving over the loss of her spouse'.”  Participant 5 also spoke of 
how loss of her mother meant her father did not receive timely care for dementia: “Five years 
after mom and dad were in a car accident, which left mom in a lot of pain, she died. Dad started 
having some cognitive issues after that. They just diagnosed it as depression – but it wasn’t.” 
They Wouldn’t Diagnose Dementia 
All of the participants expressed frustration in obtaining a diagnosis of dementia or a 
dementia-related disorder for their parent. In most cases, the participant would attend the visit 
with the health care provider to share their concerns. Other participants were able to 
communicate with the office but not directly with the provider. Participants shared that they were 
told that changes in memory were a normal part of aging and that there was nothing to worry 
about.  
In one case, a geriatric assessment was performed and even with the results of the tests, 
the provider would not make the diagnosis or develop a treatment plan. Participants 8, 3, and 2 
(respectively) most clearly articulated their frustrations with providers who would not make a 
diagnosis of dementia: 
She went to the ER, she was combative and agitated. She stayed two days in the 
hospitable and was evaluated by a psychiatrist, well known and regarding [sic] in that 
area. However, he did not speak to any of the family about the history of what was going 
on or ask anyone any questions other than what was in the ER report. He released her 
home. 
At the time, she was able to sit there and answer who she was, where she was, and the 
year. She was very able to get through that. I took her to the PCP and he had referred her 
for a neuro-psych exam and they said she is [sic] fine. He gave her some Lexapro, said he 
didn’t think it was any kind of dementia, and sent her home. 
After about a year of going with mom to the doctor and asking about her memory 
changes every time (to which he responded it was a normal part of aging), he finally 
agreed to send her to the neurologist. By the time I got the appointment it was probably 
about 18-24 months since the symptoms started. The neurologist ordered a PET scan on 
her and when we went back to see him we were told that she had the beginnings of 
Alzheimer’s.  
The health care experience of people and their families before the diagnosis of dementia is a 
complex and dynamic process. Understanding the experiences of the prodromal period, before 
the commonly known warning signs, provided insight into gaps in knowledge for early 
identification and diagnosis. 
Discussion 
Findings from this study reinforce that diagnosis is a process for providers as well as 
older adults and their family members (Kjällman-Alm, et al., 2013; Porok, et al., 2013; Samsi, et 
al., 2014). There is often disconnect between the signs and symptoms of dementia and an 
individual’s observed behavior. Since the physiological aging of the brain begins at around 30 
years of age, a decline in memory or reasoning may be slow and difficult to recognize by the 
individual, family, friends or health care providers (Fleming, 2014; Nazarko, 2011).  Variability 
in an individual’s awareness of any changes in cognitive ability can be the result of recruitment 
of other cortical areas used to perform required tasks (Nazarko, 2011). Individuals have varying 
levels of coping behavior which are developed over time. The difficulty in these situations lies in 
distinguishing between normal cognitive and pathological aging (Fleming, 2014).  
Among individuals experiencing grief, manifestations include detachment from others, 
social isolation, behaving in ways that are not normal for the individual, anxiety and 
forgetfulness. These symptoms are similar to the early warning signs of dementia. These 
individuals may also experience a lost sense of purpose, depression and deep sadness. Mild 
anxiety and depressive symptoms can be common place in the aging adult. However, they may 
also predict a cognitive decline in the otherwise healthy person (Arizmendi, 2015; DiBello, 
2015; Sikorski et al., 2014).  
Given that dementia is an insidious and stigmatized condition, there are often delays in 
confirming and communicating the diagnosis to individuals and family members. The early 
diagnosis is complicated by the diagnostic accuracy of current screening tools, and terms used to 
characterize memory problem complaints. Recently, major and minor neurocognitive disorder in 
the Diagnostic and Statistical Manual of Mental Disorders [DSM-5] has replaced the diagnosis 
of dementia (Blackburn et al., 2014). Study findings shed light on the importance of accurately 
assessing and screening individuals who are experiencing cognitive changes.   
Implications for Practice 
Diagnosing dementia is complex and is determined over time. Therefore, the implications 
for practice focus on the general assessment and cognitive screening tools. First, it is important 
to differentiate normal age-related memory loss and dementia. For example, a key aspect of 
normal aging is that the individual is worried about his or her memory but the family members 
are not. In contrast, a sign of a dementia-related disorder is when family members worry about 
an individual's memory, but the individual does not (Alzheimer’s Society of Canada, 2015; 
Small, 2002).  Further, in normal aging, it takes longer to learn new things and to retrieve 
information, but given time the older adult is able to accomplish both (National Institute on 
Aging, 2008). An individual with some signs and symptoms of dementia experiences cognitive 
changes, in comparison with past abilities (Albert et al., 2011). This is one of the challenges in 
initiating a cognitive assessment, changes are very individual and repeated assessments are 
important in diagnosing dementia (McKhann, 2011).    
Health care providers should screen patients for dementia where family members or 
caretakers note cognitive concerns. Early, accurate detection of cognitive changes provides the 
opportunity to begin early treatment (Blackburn, et al., 2014). It is important to differentiate 
typical presentations of different types of dementia from depression and grief. A general 
assessment includes a detailed history, physical exam, and appropriate diagnostic tests. Lab tests 
should include a complete blood count, comprehensive metabolic panel, thyroid testing, and 
B12/folate levels. The assessment includes a review of all medications to assess if side effects 
may be causing cognitive changes. Cognitive screenings provide an opportunity to gather data 
over time and analyze change.  The U.S. Preventive Services Task Force (USPSTF) does not 
support routine screening for dementia in all older adults over age 60. The sensitivity and 
specificity of current screening tests are inadequate, thus run the risk of too many false positives 
and false negatives, both of which are distressing to individuals and families (Lin, O’Connor, 
Rossom, Perdue & Eckstrom, 2013). Therefore, assessment of patients should be performed only 
if a change from normal cognition has been observed (Albert, et al., 2011).  
Two brief screening tools, the General Practitioner Assessment of Cognition (GPCOG) 
and the Mini-Cog, have been validated in both primary care and community settings and can be 
used to screen for cognitive changes. They take less than five minutes to administer, are 
relatively free from bias (educational, language, and/or culture), and can be used without 
payment for copyright (Cordell et al., 2013). Screening for depression should also be considered, 
since depression may be misinterpreted as dementia (Halloran, 2013).  The Geriatric Depression 
Scale (GDS) is a self-administered screening tool that can be completed in the waiting room. 
Alternatively, the Patient Health Questionnaires (PHQ)-2 can be administered by a clinician. 
Those who screen positive should be further evaluated with the longer PHQ-9 to determine if 
they meet criteria for depressive disorder (Maurer, 2012).  This is important in those older adults 
who are experiencing grief, as many signs and symptoms of grief are the same as early dementia. 
Notably, while signs and symptoms of grieving gradually fade over time, individuals with 
dementia will continue to experience cognitive changes. Therefore, older adults who experienced 
a major loss and are forgetful, losing track of time, having difficulty with social activities and 
normal routines, or are irritable and agitated should be evaluated for both depression and early 
dementia and referred early for mental health support (Arizmendi, 2015; DiBello, 2015).  
Health care providers need ongoing education and training to distinguish between 
delirium, depression and dementia. Several screening and assessment tools can be found on the 
Hartford Institute for Geriatric Nursing’s website “Try This Series” 
(http://hartfordign.org/practice/try_this/). Screening and assessment tools include the Geriatric 
Depression Scale (GDS), Confusion Assessment Method (CAM), Caregiver Strain, and the 
Mini-Cog. Each of the assessments are evidence-based with rationale for the use of the tool, 
strengths and weaknesses along with additional resources. Many of the tools have articles and 
instructional videos that provide further detail and rationale for instrument use.  In addition, 
communication skills, which prepare providers to listen and attend to patient and family 
concerns, cannot be underestimated.  Early diagnosis paired with therapeutic communication can 
foster a team-based approach where patients, family members, and providers discuss prognosis, 
the patient’s values and preferences, advanced directives and most importantly, coordinate 
support for the best outcomes. 
Limitations 
Limitations include the lack of demographic information which impedes the ability to 
generalize findings to others in a similar demographic group. Additionally, it is possible that 
participants’ recollection of events leading up to the diagnosis of a dementia-related disorder 
were inaccurate due to the retrospective nature of data collection. While the sample size was 
small, data saturation suggest an adequate sample for this study. Despite these limitations, the 
individuals who participated were given the opportunity to share their experiences about an issue 
that has significantly affected their quality of life.  
Conclusion 
Early detection and diagnosis of dementia is consistent with high-quality healthcare and 
is one of the Institute of Medicine’s (IOM) six aims (IOM, 2001). Likewise, Healthy People 
2020 added an objective focused on increasing the “proportion of adults aged 65 years and older 
with diagnosed Alzheimer’s disease and other dementias, or their caregiver, who are aware of the 
diagnosis” (U.S. Department of Health and Human Services, 2015). While current evidence does 
not support routine screening for dementia, timeliness and accuracy of a diagnosis is crucial to 
avoiding suboptimal care, identifying reversible etiologies, and delaying progression (Bradford, 
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